Dearham man wins national Dementia Hero Award 
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A DEARHAM man has won Alzheimer’s Society Dementia Hero Award after 
campaigning to have meaningful visits for his partner restored throughout 
the pandemic. 


Graeme, whose partner Ann Westcott îs is living în a care home has worked 
tirelessly aver the past year to fight for meaningful visits in care homes and 
to raise public awareness of the issue. 


Ann is in the late stages of a rare form of Alzheimer's called Posterior 
Cortical Atrophy (PCA) which affects vision and spatial awareness, 
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“Everything I do i for he 


He has also been involved with fundraising for Alzheimer’s Society in the 
past and has supported the charity's campaigns by generating me 
interest both in the locally and regionally, including on BBC Radio Cumbria. 


Ann was moved into Dalton Court Priory Adult Care Home in 2019, butt when 
the lockdown restrictions came in during the pandemic Graeme had to go 
‘months at a time without seeing her, despite his heartbreak at missing his 
partner Graeme fought tireless on behalf of her and other people in the 
same position. 


On winning the award, Graeme said: "I like to think of this as Ann's award as 


everything | do is for her. 


1 was actually sitting in her chair in the Golden Lion Hotel in Maryport when 
found out I'd won, so it was very fittin 


After months of tireless campaigning Graeme was able to arrange a special 
live music concert for Ann in April to celebrate her 70th birthday. 


He is now able to vi 
Care Giver Status 


‘Ann 3 or 4 times a week due to being given Essential 


earham man wins national award for campaigning for his partner 
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While dining out with friends, Sebastian Caruso noticed his husband Jeff 
‘Thurlow was having trouble cutting his steak. At home, Mr Thurlow struggled to 
pronounce wards, to find the right phrases and to spell. At work, simple tasks 


such as making spreadsheets and compiling reports had become difficult, 


AL 55, changes to Mr Thurlow’s motor ability and spatial awareness took him 


and his partner by surprise, Mr Thurlow took long service leave from his job as a 


manager at the federal Department of Human Services and visited his GP: It 
‘would be the start of months of visits to specialists and myriad tests ranging 
from MRIs, lumbar puncture tests and PET scans to nuclear brain scans. 


Tn July 2017, Mr Thurlow was diagnosed with a form of younger onset dementia 
called posterior cortical atrophy, which affects spatial vision, motor skills and 
speech. 


"Iwas shocked when I found out, but also had a sense of relief that there was an 


explanation for what was going on with me,” Mr Thurlow said. 


Dementia is an umbrella term used to describe the symptoms of a large group of 


illnesses that cause a progressive decline in a person’s functioning. 


While dementia is generally associated with older people, younger onset 
dementia is diagnosed in people under 65. Dementia Australia estimates that 
younger onset dementia affects 27,800 people in Australia and this is projected 


to increase to 41,250 by 2058. 


‘Mr Thurlow retired shortly after his diagnosis and spent much of his time 


keeping active and engaged in his local community in Lithgow, NSW. 


*COVID has been challenging as many social engagements have been impacted. 
Tused to attend several classes for people living with dementia that were 


organised by our local community groups,” Mr Thurlow said. 


Mr Caruso says that Mr Thurlow was fortunate to have been referred to Dr 
Rebekah Ahmed from the Brain and Mind Centre in Sydney when he was also 


introduced to Dementia Australia in 2017. In 2018, he had support services in 


place. 


‘You need a person with you to help advocate for what you need. We were lucky 
that I had the skills in management and sheer determination to get through it. 
But the process takes time and most people fall through the cracks,” Mr Caruso 


said, 


“The process takes time and most 
people fall through the cracks.” 


Mr Thurlow and Mr Caruso are now dementia advocates who work with 
Dementia Australia taking part in panels and workshops that aim to educate 
people about dementia 


Mr Caruso said there was a huge lack of understanding about dementia, and 
regional areas particularly faced difficulties accessing specialist services that are 


not available. 


“There's no easy way to put it, it is very hard taking care of someone while also 
trying to stay mentally healthy yourself,” Mr Caruso said. He said he had seen a 


counsellor and practises mindfulness. 


‘You often forget to take off the carer RELATFOUARTIGLE 
persona and take care of yourself” he said. 


Having a team of carers has meant Mr | 
‘Thurlow can maintain his independence and pA 
be active in the community. > 
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There should be no shame attached to Alzheimer's, believes Valerie Blumenthat 


Picture the following: you go to sit where there is no seat and end up sprawled 
on the floor, in a less than dignified pose. You become disorientated in a friend's 
garden, which is barely bigger than a quilt, and can't find your way out. You 
make a beeline for the front of a long, snaking queue, incurring mass fury. You 
go to a Michelin restaurant, suitably dolled up - and you butter your plate 
instead of your bread, Welcome to PCA . 


No, I had never heard of it either. Nor, unfortunately, had my GP, 


PCA stands for Posterior Cortical Atrophy. For an author, as I am, itis pretty 
inconvenient, as it renders you virtually illiterate. It is the same form of 
Alzheimer's which afflicted Terry Pratchett, and usually kidnaps you in your 50s 
or 60s, It is described as rare. I have my doubts, Why should it be? I believe it is 
simply undiagnosed or misdiagnosed; not surprising, considering the weird raft 
of apparently disparate symptoms. 


Unlike the more usual Alzheimer's, which affects the frontal lobes, governing 
cognitive function and memory, PCA attacks the back of the brain, causing it to 
wither-This area is responsible for vision; thus, spatial awareness, sequential 
awareness, orientation, perception, motor skills and, as mentioned, literacy, are 
all affected, If [had to define PCA, I might liken it to being both profoundly 
dyspraxie and dyslexie - only worse. Trust me to have something obscure 
nobody has heard of, 


‘There was a time when my brain and I were on intimate terms; cosy bedfellows 
privy to one another's innermost secrets. Now the brain gremlins and I are at 
war. PCA takes away the free spirit in you. It chips away at confidence, deprives 
you of independence. The second you walk out through your front door, you feel 
vulnerable and exposed. I was eventually diagnosed two years ago, but I believe 
the first signs crept up on me several years earlier. Perhaps I should start with 
my driving. Oh dear, my driving! I'd loved driving, but increasingly it became a 
source of dread. I could see perfectly, yet I could no longer judge distances, or 
where to position my car in relation to the road, I couldn't work out where or 
how to pitch my line of vision, Signs leapt out at me, filling me with panic. Busy 
junctions were a nightmare, I was forever clipping the curb, or, worse, the wing 
mirror of an on-coming car. I would arrive at my destination wrung-out. I used 
landmarks, counting them as I passed them unscathed, Reversing down our 
own driveway became a hit and miss exercise, leaving ziqzagging imprints on 


Around the same time, | developed an inexplicable fear of steps and stairs. 
‘Winding ones, crumbling ones, short ones your feet overhung. They existed 
solely for me to break my neck. 1 could ascend them - no problem; going down 
‘was another matter. Perilous as a rope-bridge, they swayed before me, as I clung 
to the rail and made my tentative descent, As for escalators: horrible things. I 
couldn't get the timing right and would lurch onto them, getting my feet 
sandwiched between treads. 


Another incident: It was four years ago. My mother was dying. She had 
Parkinson's and dementia, In an effort to engage her, I offered to read to her 
from a novel of my own. A spark of interest lit her eyes, Sitting close, I began to 
read. Stumbled. Stopped. Started again. The same thing happened. I couldn't 
comprehend it; I continued for a few sentences, from memory, but had to 
abandon it. My mother had fallen asleep anyway. 


"You hardly seem to read nowadays," remarked my husband casually, one day. 
And, although I protested with some force, I knew it was true. What he didn't 
realise was that reading had ceased to be enjoyable, and, instead, had become a 
strain. Letters and words were witches dancing before me; | would lose my place 
then resume on the wrong line. 


It was the same thing with playing the piano: overnight it seemed to have 
deserted me. In fact there had been a lapse of several years, but I assumed, like 
riding a bike, it was something I would retain. I positioned a Mozart sonata on 
the piano, and, expectant, leant forward. Crotchets and quavers leaped out at 
me. I couldn't read a note. You're just tired, my husband, the kindest man on the 
planet, tried to console me. I knew otherwise. But what was happening? Off T 
went to my GP, 


“I think I have a kind of dementia," I said, 
"T think you're suffering from anxiety," he countered, 
"Iwas bon anxious," I quipped. "This is different." 


He recommended tranquilisers, which I declined, I returned home. I felt weary, 
inadequate alone. And continued to bluff, 


Every day, the Brain-Gremlins plotted a different prank to play on me. They had 
a warped sense of humour: a third of the way through writing my new novel, I 
started losing my way round the computer, My expletives, as I struggled with 
every word, are best left to the imagination. 


By now I was grappling with simple tasks - laying the table; putting lids on jars; 
failing to help my five-year-old granddaughter with her Lego; entangling myself 
in Sellotape, like a mummy, while wrapping a parcel; finding it hard to read the 
time on the large faced kitchen clock, using the phone.... I was forever 
mislaying things and failed to see what was under my nose, 


‘The supermarket became a place to dread, as I searched for items in vain - only 
to be told it was staring me in the face. When it came to paying, my hand 
trembled as Irummaged in my bag for my wallet, then held up everyone as I 
attempted to fit my card into the slot; and I felt waves of irritation from staff and 
customers alike. 


‘The pretence went on as I foundered with daily life, trying not to let myself 
down, too ashamed to confide, But I was exhausted by now. Enough was 
enough. I made an appointment with the optician, and requested a Macular 
Degeneration test - knowing it would reveal nothing wrong with my eyes. The 
tests confirmed this, and the ophthalmologist agreed with me that my brain 
seemed unable to process signals. Armed with a letter from him, I returned to 


seemed unable to process sicmals. Armed with a letter from him, I returned to 
my GP, Finally - still reluctant - he referred me to a neurologist. The scan 
showed substantial atrophy to the back part of the brain - ie, PCA, 


I cannot express my relief upon leaming that diagnosis. I could stop pretending 
and be open. My very supportive husband is no longer impatient when I don't 
see what is in front of me, and he ferries me about, now that I no longer drive; if 
lose my bearings or get lost he comes to the rescue. I can, to some extent, 
capitulate to the illness, and can enlist help when Ineed, if, as is sometimes 
inevitable, I do something batty, I simply admit the truth. There should be no 
shame attached to Alzheimer's, Naturally I have occasional low moments - I 
wish I could just pick up a book or newspaper - but I try to focus on what I can 
do rather than what I can't. 1 run a tiny choir, I go for walks with my German 
Shepherd; though I can't draw horses anymore, I can paint abstracts full of 
colour. Though I no longer read music or recognise notes, I improvise, letting 
my fingers go where they want; and it is unexpectedly liberating, engrossing me 
for hours at a stretch, and I forget there is anything wrong with me. 


Maybe it is an elaborate trick. And five years, from its inception, I have finished 
my novel, Writing The Lupo Stick was accompanied by ever more colourful 
language as I painfully negotiated my way round my laptop. I hope that it will 
not be my last book. 


Viewed objectively, PCA is a fascinating disease, Life with it is certainly 
different, but, without wishing to minimise it, it doesn't have to be 
insurmountable, | am fortunate in my family, but for those less so, charity-run 
organisations are to hand. 


As for the future? At some stage my PCA will, as it invariably does, merge with 
the more usual Alzheimer's; but | rarely dwell on the situation: it is what it is. 
From day to day, nobody knows what lies in wait for them. 


Caroline Boileau remembers her husband, Niek Elwood, as the funniest man she's 
ever met. 


“The first time we met. we laughed for hours, and we pretty much havent stopped” 
she said 


"Soeven now we laugh You have to 


Mr Ellwood was 5t years old when he was diagnosed with posterior cortical 
atrophy.a rare form ot dementia in 201. 


ver the next seven years the disease would take almost everything — his sight 
the power of speech, even his ability to move 


Ms Boileau, a specialist nurse, now administers dozens of medications for her 
husband and manages every aspect of his care- 


"We feed Nick through a feeding tube in his stomach, called a peg, 
we wash him head to toe, we have to do his mouthwash every hour 
because he cant eat or drink;' she said. 


‘We have to brush his teeth. we have to shave him we have to change his, 
underwear? 


Because he Is unable to cough, Mr Ellwood Is often moments away from choking, so 
that not even a specialist home could provide the level af care he needs 


Ms Boileau said her family ison constant alert, and she survives on very little sleep. 


4 never gat more than about three hours in a row... dream about getting eight 
hours sleep, I couldn't tall you the last time that happened! she said 


Ms Bole sale she has beati trying to get homie miódificatioris and nursing 
Support through the National Disability Insurance Scheme (NDIS) for 18 months 


‘She would like a sliding door so she can take her husband outside, a bath so she 
can wash him properly, and support staff so they can get much-needed rest 


But 50 far they have been disappointed, and after months of dealing with the new 
system they are exhausted, 


‘Some days | can't even have a conversation with people because 
Im just so frustrated and l'm just so tired," she said 


‘im sick of hearing this is going to happen, that is going te happen — and it doesn't 
happen” 


‘This is our forever home’: ‘Super mum' 
shattered by the imminent loss of her 
terminally ill husband now fears their 
beloved house will be 'sold from right 
under them! amid battle with bank 


+ Caroline Boileau's husband Nick Ellwood was diagnosed with a terminal illness 
+ She has been forced to become a full-time carer for him as he slowly dies 


+ Asher situation becomes financially dire she has had no relief from the banks 


A wife caring for her dying husband claim the family was dealt another crushing 
blow when their bank refused to ease their mortgage payments, sparking fears they 
could lose their home, 


Caroline Boileau, a former nurse whose friends desoribe asa ‘super mum, said her 
husband Nick Ellwood was first diagnosed with a terminal brain disease known 
as Posterior Cortical Atrophy in 2011. 


As Mr Ellwood's condition worsened, eventually leaving him unable to move, the 
family were forced to place him in a care home in 2016, but they found his treatment 
‘appalling’, Ms Boileau told A Current Affair. 


Caroline Boileau said her husband was first diagnosed with a terminal brain disease known as 
Posterior Cortical Atrophy in 201 that that has left him unable to move 


(CURRENT, 


the financial situation of Nick Ellwood (centre) and his wife became constrained attempts to 
negotiate with the bank have so far be unsuccessful -pleturod are his sone Max, 20, (left) and 
Harry, 15, (right) 


‘i don't want to leave this is our forever home this is the only family home we've 
known.’ 


To make matters worse the family has been forced to fork out $3,000 in medications 
every month that are necessary for his survival 


The family home has been specially modified for Mr Ellwood's needs under grants 
from the the National Disability Insurance Scheme, 


A former carer of Mr Ellwood, Matilda Heming, feels passionately about the family's 
situation and has started a fundraiser to support them as she completes a half- 
marathon run 


Caring for a husband with dement 


Alison Bulmer says. 


a lonely and isolating experience, 


"People say | am strong, but | don't feel strong a lot of the time. The shower 
gets a lot of my tears." 


Her husband, Paul, 57, and from Cheshire, has a rare form of Alzheimer's 
disease that attacks the back of the brain 


This makes it hard for him ta read, watch TV or drive, as well as wash, dress or 
lead an independent life. 


He was diagnosed with Posterior Cortical Atrophy (PCA) in his early 50s, which 
came as a massive shock to his family - Alison and their two adult daughters. 


"For him, it was a relief to get a diagnosis,’ 
devastating. 


Alison says. "But for us it was 


"Paul was a keen runner, he loved to read and he had a successful career. All of 
that has been taken away." 


Alison has given up work as a teacher to be a full-time carer for Paul, She says 
she had no other real choice: 


"l hate the term 'carer’," she says, "I'm Paul's wife. But, increasingly, | find being 


a.carer is much more at the fore now. 


"I can't Leave him on his own for more than an hour at a time. 


“if it's dark, he can't find the light switch, He can't operate the TV. He will listen 
to audio books, but he struggles to follow the plot ifit's complicated. 


"I help him wash, dress and use the toilet, 


"We used to be able to go out for meals with friends, but he doesn't like to do 
that now: 


“He's embarrassed because | have to help him with his food. 


"Little world’ 


“And he gets very frustrated, It's the little things, like tying his shoelaces. He Is 
very aware of his deterioration. 


"it’s incredibly hard seeing such a vital mind disappearing, He's shrinking into 
this little world." 


Alison says she feels like her life is shrinking too. 


“it's isolating in terms of not being able to see my friends and the choices! 
have to make about what is and is not feasible for Paul and | to do," she says. 


"But it's also isolating and lonely within the marriage. 


"I've known Paul since | was 16. He's the person in the world who knows me 
best, We used to talk about everything, Now I have to make all of the big 
decisions” 


Alison says even happy occasions are now bittersweet, 


Our eldest daughter is getting married next year. She wanted to get married 
quickly, so her father could give her away. 


"But she will be walking him down the aisle now because my husband - aman 
who's run half marathons- is unsteady [on his feet]. 


“it’s not the life we expected or hoped to have. You just don't know what's 
round the comer" 


Alison may feel alone, but there are about 850,000 people in the UK living 
with dementia and 700,000 friends and family caring for a person with the 
condition, according to Alzheimer's Research UK, 


As the world mourns the loss of the genius that was Sir Terry Pratchett, alight is being shone 
on the type of Alzheimer's disease he suffered from, 


Sir Terry, who was very vocal about the disease after being diagnosed in 2007, had posterior 
cortical atrophy (PCA), also known as Benson's syndrome, 


The progressive degenerative condition involves the loss and dysfunction of brain cells, and is 
thought to be behind 5% of cases of Alzheimer’s representing thousands of people in the UK. 


But although both diseases involve the loss and dysfunction of brain cells, they affect different 
parts ofthe brain. 


‘The first symptoms of PCA tend to occur when people are in their late 405, 50s or early 605, 
so it has an earlier onset than Alzheimer's disease 


But the first signs are often subtle and so it may be some time before a formal diagnosis is 
made. 


Prof Crutch said the number of people with PCA was hard to say because it was so difficult to 
establish. 


As damage in the brain spreads and the disease progresses, people develop the typical 
symptoms of Alzheimer’s disease such as memory loss and confusion. 


There is no specific treatment for PCA but some people use medications used for Alzheimer's 
disease. 


Sir Terry announced he had the condition in December 2007 when he was 59. 


He had been told by doctors that previous summer that he had suffered a mini-stroke at some 
point in the previous few years, although he had been unaware of it. 


After problems with his dexterity and hand-eye co-ordination, he had a series of scans and 
was diagnosed with PCA. 


‘Dr Clare Walton, research manager at the Alzheimer's Society, said PCA was the "most 
confusing and poorly understood types of dementia”. 


"The changes in the brain are very similar to those that happen in Alzheimer's," she said. 


"The same changes in brain cells happen, the same proteins build up, and they have the same 
pathology, but we simply don't know why it affects differant parts of the brain." 


She said post-mortem examinations show that PCA sufferers’ brains "have all the hallmarks 
of Alzheimer's 


Although it is possible to stabilise people's symptoms, as with Alzheimers there is no cure. 


"Until we have better treatments that stop it from progressing there's not a whole lot we can 
do," she added, 


Tn a comment piece he wrote on assisted dying for the Guardian in February 2010, Sir Terry 
described PCA as giving him the "opposite of a superpower". 


"Sometimes I cannot see what is there,” he wrote. 


"Tsee the teacup with my ey 
‘Zon. First, there is no teacup and then, because I know there is a teacup, the teacup will 
appear the nest time Ilook. 


yes, but my brain refuses to send me the teacup message. Its very 


‘A person diagnosed with dementia has no chance’: 
disease a growing cost for families and society 


‘erly Barnen wed to bea varaion rendet, devouring a book tn oe sg, 


ofthe smells other 


preen fingens 


on 
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But Wendy, now 65, ean no longer read, or write. Stringing words together is a 
challenge. 


Diagnosed with a rare form of early-onset dementla (posterlor cortical atrophy) 
five years ago, she recently moved to an aged-care facility in Yarra Junction, east 
of Melbourne, when her daily needs became too much for her husband Terry. 


e Wendy Barnett, daughter Victoria Sof 


‘As the Australian population ages and we live for longer, the number of people 
with dementia Is predicted to soar. Last year, 237 new cases were diagnosed each 
day. 


And the national cost will more than double in almost 40 years, from more than 
$14 billion this year to $37 billion by 2056, according to new research on the 
economic cost of dementia from Alzheimer's Australia, 


But the individual costs - financial, social and familial - are also great, 


particularly for the families of those whose dementia is diagnosed earlier in life. 


‘When Wendy moved into the home last November, Terry paid a $200,000 bond. 
He will pay $60,000 per year in out-of-pocket expenses. He also pays for extra 
carers to spend time with Wendy because she needs different stimulation to her 


fellow residents, whose average age is over 80. 


Terry couldn't sell their home (now in Healesville): he still needs to live in it. 
‘They were too young for the pension. So he became his wife's full-time carer and 
lives on his self-managed super fund, They both had good incomes while they 
were working 


Terry would like more money spent on research: "A person diagnosed with. 
dementia has no chance. We need the funding to give them a fighting chance, 


like with cancer’. 


For people with dementia living in the community, the average total direet casts 
for the first year after diagnosis is about $45,400. IF they are living in a 
residential aged-care facility this increases to $56,000, These costs include 
hospitalisations, paid care and doctor visits and vary by age, gender, and disease 
severity. 


Dementia is the second-highest leading cause of death, behind heart disease, in 
Australia but there is no national strategy to address it, says Alzheimer Australia 


spokesman Professor Graeme Samuel 


“Dementia is one of the major chronic diseases of this century. The time for 
action is now. If we don't do something, the cost is going to continue to grow to 


unsustainable levels he said. 


As Hurricane Florence barreled toward her coastal communi 


Party Younts 


grappled with a question: Where should a person with dementia go? 


Her husband, Howard, 66, suffers from a type of dementia called posterior 
cortical atrophy, which has robbed him of short-term memory and made him 
almost blind. Their home on Pawley Island in South Carolina, where they have 
lived for more than 30 years, lay in a mandatory evacuation zone. Staying 
could mean exposing themselves to raging winds and a storm surge. But 
leaving would mean upending the familiar routines and sense of security that 


her husband relies on. 


Patty, 65, who is her husband’s sole caretaker, decided to take him to higher 
ground. They spent one night in a hotel in Columbia, 8.C., before fleeing 
inland for Greenville. Patty said her husband, a former golf course 
superintendent, has always been good-natured and calm. But even eating ina 
restaurant has become stressful — his vision has deteriorated so badly that he 
can't see the food he’s cating. Last Thursday, as he adjusted to a second hotel, 


his anxiety and stress turned into a “complete meltdown.” 


For the first time in their 32-year marriage, Patty said, her husband grew very 
suspicious. He began accusing her of stealing food, and he threatened to call 
the police, 


“It broke my heart. That's not him,” she said. 


Pratchett's rare form of Alzheimer’s was called posterior cortical atrophy (PCA), wi 
causes the back of the brain to shrink, With PCA, the outer layer of the brain gradually 
and progressively degenerates. Some sclentists say it’s not clear if It's a unlque disease 
or an Alzheimer’s variant. About 5 to 15 percent of people with Alzheimer’s have this 
form. 


In 2010, he was selected to give the BBC Richard Dimbleby Lecture, but he only intro- 
duced his lecture and let a friend read it because speaking was difficult for him. m 

2011, he presented a BBC documentary about assisted suicide, which he advocated, In 
September 2012 he said: “I have to tell you that I thought I'd be a lot worse than this by 
now, and so did my specialist.” He said the cognitive part of his mind was “untouched” 


and his symptoms were physical at that point. 


His obituary noted: “Terry Pratchett died at home with his family around him and ‘his 
cat sleeping on his bed.” 


He left behind his wife of 47 years, Lyn, and daughter Rhianna, 


Pratchett may have died nearly four years ago now, but his death is still keenly felt by 


his family, friends, and his fans, The world lost an amazing man who had the ability to 


create many more genius works. 


LIVING WITH POSTERIOR CORTICAL ATROPHY 


By Lin lan, February 24,2056 


‘Tim Cumming talks to a London couple coping with a rare form of 
Alzheimer’s known as posterior cortical atrophy that affects sight and 
cognition 


hen you have dementia, you feel like you've lost something 

\ Ñ J like your independence - not your independence so much 

as your identity, what you feel about yourself and what you 

think you can do; says Trina Armstrong, who lives with a rare form of 
Alzheimer’s called posterior cortical atrophy (PCA). It affects the outer 
layer of the brain - the cortex- in the back of the head, and researchers 
believe its symptoms are caused by changes in the brain cells that 
process visual information from our eyes. 


Her first symptoms appeared back in 2006 - forgetting phone 
numbers, not remembering people's faces, experiencing difficulty with 
reading. Before then, she and her husband Graeme had been an 
outgoing couple about to enter retirement, enjoying activities such as 
cycling, skiing, even sailing around the Greek islands. All that was 
going to change. 


“Alzheimer’s Research UK 2008 she hada CT scan and experts felt 


liaé invested dimoat the results showed a probable stroke. It 
£4million into was thought this was an isolated event, 


since it explained the reading problems, 


researching the causes Of visual loss and difficulty with facial 


PCA” 


recognition that Trina was experiencing. 
However, these problems escalated over 
the next few years, leading Trina to have 
further diagnostic tests. 


“It wasn't until 2012, when she went for a neuro-ophthalmology 
examination that the consultant concluded there was a progressive 
clement," says Graeme, a retired academic and former lecturer in 
engineering, “So it wasn’t a stroke, but a progressive and steady 


“It wasn't until 2012, when she went for a neuro-ophthalmology 
examination that the consultant concluded there was a progressive 
element,” says Graeme, a retired academic and former lecturer in 
engineering. “So it wasn’t a stroke, but a progressive and steady 
deterioration of brain function” 


Several months later, in early 2013, Trina was diagnosed with PCA. 
Seven years had passed since those first tell-tale symptoms had 
appeared. It was a life-changing consultation. “Their advice was, if 
there’s something you want to do in the world, get on and do it, because 
it's not going to get any better.” says Graeme, And having to face what 
all of us would go far to avoid is nowa part of their day-to-day life. 


They live in a townhouse in north west London, but Trina also lives 
elsewhere, outside of the familiar dimensions of the home she shares 
with Graeme, outside of her own sense of self, and in an unfamiliar and 
sometimes frightening interior realm, shaped by a disease that is little 
understood, but that will gradually and progressively degenerate. 


“I can't see details at all? she says of her present condition. “I can't see 
colours. I can'tread. At the start you can perceive things, but you aren't 
getting itright, and then it gets slowly worse." She turns to her 
husband. “Because it doesn't go very fast, does it?” 


“Trina’s condition isat the slow end of the spectrum,’ agrees Graeme, 
“and she can still converse, she can still get around, and she doesn't 
need constantattention” 


“PCA affects the outer layer “Ineed help; says Trina, emphasising that 
ofthe brain —the cortex !-important word. “And it frightens other 


5 people, because everyone is frightened of 
in the back of the head’ Alzheimer's, And they think that it might 


be catching” 


“There should be more information given to people generally,” says 
Trina, “because they think they'll catch it from you, and therefore it 
can mean you lose friendships. And Ihave lost friendships, People need 
to know that they won't catch anything from me?” She pauses, “You just 
learn toaccept it. You have to.” 


Butit’s no easy thing to accept. “Getting around, socialising, seeing the 
sights, it's an uphill battle,” admits Graeme, “It becomes very 
depressing. You do go through some pretty black moments. It's the 
inverse of bringing up a child, You see their capabilities expand, but in 
this case you just see capabilities contract. And the end point of the 
story — well, we'd rather not think about it” 


“The simple things are very difficult admits Trina, “The simple things 
stop you because you have got to be aware of everybody else. Just 
walking down the street, Thave to be aware of other people” She can 
no longer go out by herself, as she could even just 18 months ago, 
attending arts dementia sessions at the Royal Academy. “Graeme takes 
me out fora walk, because I really can't do it on my own now,” she says. 
“I can't see people properly, and that frightens me” 


Wore: Trina believes that more work needs to be done to raise awareness of PCA CREDIT: 3EN 


This is a crucial issue for the scientists at Alzheimer’s Research UK, 
busy looking at treatments for the range of diseases associated with 
dementia. Because many people are too intimidated by the condition to 
seek an early diagnosis, and the fear that is attached to the term can 
lead to many false assumptions. 


Currently, the causes of PCA are unknown, and there are no treatments 
for slowing or halting its progression, though there are effective coping 
strategies in and around the home - such as cleared pathways, bright 
lighting, plain furnishings, and contrasting colours to help reduce 
sensations of confusion and anxiety. In Trina and Graeme’s home, stair 
gates have recently been installed, following a couple of accidental 
falls. “And all the rugs have been removed,” adds Graeme, “and we 
leave a light on in the landing, in case she gets up in the night and 1 
don’t wake up” 


Alzheimer’s Research UK has invested almost £4million into 
researching the causes of PCA. It is one of the first charities to invest 
consistently in the disease, in a bid to increase our understanding of 
how it develops, to improve diagnosis and work towards potential 
treatments. Recently, it helped to fund the largest genetic study to date, 
which found several genes that may influence a person's risk of PCA. 
This discovery is helping researchers understand more about why 
some people develop the disease, and the more understanding we 
have, the better chance there is ofa cure. 


“Trina’s early symptoms Trina and Graeme have played their own 


included forgetting phone _ 716s! *hisresearch. “We have taken part 
in a number of projects,” says Graeme — 


numbers, not g they include lumbar punctures, MRI scans 
remembering people’s and cognitive tests, and they are also part 
faces, experiencing ofa support group run by Rare Dementia 


difficulty with reading” Support at the Dementia Research Centre 
in Queen’s Square in Bloomsbury, and an 
international Facebook group. “You get to 
talk to doctors who are conducting research into PCA, and geta 
different slant on it? says Graeme. “It begins to add a few pieces to the 
Jigsaw? 
Alzheimer’s Research UK's commitment to researching the causes and 
potential cures for the diseases that cause dementia will hopefully add 
more and more pieces to that jigsaw, until a clear picture emerges. In 
the meantime, Trina and Graeme may have to live under the shadow of 
an end game that couples memory loss with loss of vision, but the love 
and support they share between them is palpable. Even so, in just a 
year or two, more professional care, alongside Graeme’s daily TLC, will 
have to come in to play. “Tve got good eyesight," says Trina, 
highlighting one of the condition’s crueller ironies (she used to bes 
watercolourist) “I just can’t use it. There's no connection between the 
brain and my eye, That connection has been broken.” 


‘The matter-of-fact w 


she speaks of her condition- which she can 


perceive all too clearly without having the power to change it- is 
striking, almost heroic, For Trina and Graeme, it is day-to-day living. 
How many of us wouldn't crumble in the face of the same diagnosis of 
the same crucial loss of connection? “One day they may be able to do 
something about that? Trina says quietly. “I don't know” 


‘With Alzheimer’s Research UR’ concerted efforts at the frontline of 
scientific research into the causes and cures for the condition she and 
Graeme must now live with, that knowledge will one day come -and 
perhaps sooner than we thought. 


